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Beliefs regarding cause and preference of the treatment modality are important factors influencing any epilepsy programme. 
Patients own attitudes towards the on-going treatment are equally important in ensuring success of any such programme. 
The study involved interviews of 80 patients with epilepsy attending a comprehensive rural health services project, and 
was conducted according to a structured questionnaire. The majority of the patients were well informed regarding the cause 
of epilepsy, but more than half had tried alternative treatment methods. Many patients had misconceptions regarding the 
goal of the treatment and the consequences of missing a prescribed rug dose. Surprisingly few patients avoided taking 
medicines on days of religious fast. It was also noted that most patients depended on free medical supplies from the clinic 
dispensary, and a small number of patients would stop the medicines if these were not given free of cost. We stress the 
need to understand patients' concepts about the cause and the treatment of epilepsy, the need to educate them and their 
families regarding principles of modem medical treatment of epilepsy and most importantly, the need to maintain a regular, 
uninterrupted supply of free medicines, to improve the effectiveness of similar epilepsy management programmes in the 
setting of rural India and other developing countries. 
Key words: epilepsy; rural; knowledge; attitudes; practice. 
INTRODUCTION 
Patients beliefs determine their response to an ill- 
ness and the strategies they use to cope with it. 
Without knowing those beliefs, physicians may find 
themselves and their patients frustrated by misunder- 
standings. Sir William Osier had rightly pointed out 
that: 'It is more important o know what sort of pa- 
tient has a disease, than what sort of disease a patient 
has.' Learning patient beliefs and attitudes is an im- 
portant early step in improving patient care I. There 
is a relative lack of accessible material relating to 
developing countries, regarding attitudes of patients 
towards epilepsy and beliefs about its cause, and 
treatment strategies. As suggested by several earlier 
studies, 2-4 in underdeveloped countries a strong be- 
lief in the supematural s a cause might be expected. 
The principles and success of treatment of epilepsy 
may differ considerably between developing and 
developed countries. In a developing country like 
India, there is scarcity of medical manpower and 
most patients are managed by primary care resources, 
without much access to specialized investigations or 
personnel. The major reasons for poor compliance 
with treatment are failure to understand the princi- 
ples of drug treatment by the patient, and erratic drug 
supply 5. Further, the starting of treatment is often de- 
layed, cost being only one of the number of factors, 
the attitude of the patient and the family regarding 
the cause and treatment being another. We undertook 
this study of the practice of epilepsy in the setting of 
a rural health service project with the hypothesis that, 
in rural India, the majority of patients would either 
have no knowledge regarding the cause of epilepsy, 
as suggested by a previous study 6, or would believe 
in supernatural causes, and that spiritual and voodoo 
treatment methods would be the initial treatment of 
choice. 
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PATIENTS AND METHODS 
The patients included were those who were attending 
the epilepsy clinic at the comprehensive rural health 
service project at Ballabhgarh, which is a small town, 
40 km from New Delhi and is affiliated to the All In- 
dia Institute of Medical Sciences. The epilepsy clinic 
caters to a semi-urban and rural population of about 
200,000. Patients of all ages suffering from epilepsy, 
without any other major physical or psychiatric dis- 
order, were interviewed in the local language (Hindi) 
by one of the authors (P.D.), according to a struc- 
tured questionnaire. In those patients who were not 
able to provide complete details, parents were also 
interviewed. The questionnaire focused on collect- 
ing information regarding demographic characteris- 
tics, seizure characteristics, urrent medical treatment, 
knowledge regarding cause of epilepsy, details about 
alternative forms of treatment taken, and attitudes to- 
wards current medical treatment. 
RESULTS 
Eighty patients were included, and in 18 cases parents 
were also interviewed. The demographic characteris- 
tics of the patients are shown in Table 1. The mean 
age was 18.8 (SD 9.7) years (range 3-40 years). The 
majority (85%) of patients were from a lower socioe- 
conomic background with a monthly income of less 
than Rs 3000 (with an average meal costing Rs 10, an 
average pair of trousers and shirt costing Rs 200 and 
Rs 100 respectively). Thirty-nine per cent of adults 
were unmarried and 16% of marriages had ended in 
separation. 
Table 2 depicts the clinical characteristics and treat- 
ment of the patients. Almost half the patients had 
chronic epilepsy of more than 5-years duration. Par- 
tial seizures (simple or complex), with or without 
secondary generalization, were the commonest type 
of seizures (55%). Poorly controlled epilepsy (at 
least two seizures per year on regular treatment) was 
present in 60% of patients. The commonest precipitat- 
ing factor for seizures was non-compliance in taking 
medicines, whereas 59% did not recognize any pre- 
cipitating factor. The most frequent adverse effects 
were gingival hypertrophy and drowsiness/lethargy. 
Adverse effects were intolerable in 14% of cases. 
Beliefs of the patients regarding the cause of 
epilepsy and attitudes regarding alternative treatment 
methods of epilepsy are shown in Table 3. Sixty-three 
per cent of patients were of the opinion that epilepsy 
is a disease of the brain and none believed it to be 
familial. Only 9% thought hat epilepsy was caused 
by evil spirits and about a quarter of the patients 
had no understanding of the cause. More than half 
Table 1: Demographic characteristics of the patients 
Characteristics n (%) 
1 Age (in years) 
< 6 3 (4) 
6-17 36 (45) 
> 17 41 (51) 
2 Sex (M/F) 34 (43)/46 (57) 
3 Occupation 
Employed 28 (35) 
Unemployed 30 (38) 
Student 15 (19) 
Not applicable a 7 (9) 
4 Education 
llliterate 16 (20) 
School 59 (74) 
College 2 (3) 
Not applicable b 3 (4) 
5 Marital status (nos./no. of adults) 
Single 16/41 (39) 
Married 21/41 (51) 
Separated 4/41 (10) 
6 Income (5 3000 Rs per month) 68 (85) 
7 Geographic distribution (rural/semiurban) 32 (40)/48 (60) 
a Children who are not students. 
b Preschool children. 
the patients had tried alternative treatments, of which 
Ayurvedic/indigenous medicines and spiritual treat- 
ments were most popular. More than one-quarter of 
the patients had tried two or more forms of alternative 
treatments. Ayurvedic/indigenous medicines and spir- 
itual treatment were frequently found to be beneficial 
in those who had tried alternative treatments. 
The attitudes of patients regarding current medi- 
cal treatment are shown in Table 4. Almost two- 
thirds of patients expected the treatment to be cu- 
rative. The same number of patients remembered to
take the medicines by linking it with activities, es- 
pecially mealtime (25%) or bedtime (43%), or both 
(11%) and only 11% carried the medicines to school 
or workplace. Almost all patients who observed a re- 
ligious fast took the medicines on those days. Forty- 
three per cent of patients believed that missing a dose 
would result in a fit or would render previous treat- 
ment ineffective and 10% disclosed that they would 
stop treatment if free medicines were not provided 
from the clinic dispensary. Almost two-thirds of the 
patients visited the clinic fortnightly; however, if un- 
limited supply of medicines were to be provided, then 
most patients opted to visit monthly or quarterly. 
DISCUSSION 
Our patients had chronic epilepsy (often poorly con- 
trolled), were predominantly children and young 
adults, from poor socioeconomic background of rural 
and semi-urban areas. Most of the patients were on 
monotherapy, with phenytoin or phenobarbitone, and 
almost all patients understood the benefit of medical 
treatment. 
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Table 2: Clinical characteristics and treatment of patients 
Characteristics n (%) 
1 Type of seizures 
Partial (with/without secondary generalization) 44 (55) 
Generalized tonic-clonic 34 (42) 
Unclassifiable 2 (3) 
2 Epilepsy of > 5 years duration 39 (49) 
3 Epilepsy of > 5 years duration before starting regular treatment 26 (33) 
4 Seizure frequency of > 1 per month before starting regular medical treatment 51 (64) 
5 Current seizure frequency of > 2 per year 47 (59) 
6 Remediable precipitating factor not recognized 47 (59) 
7 Injuries due to seizures 18 (23) 
8 Current anti-epileptic drug treatment 
Phenytoin 64 (80) 
Phenobarbitone 29 (36) 
Others 13 (16) 
Polytherapy 26 (33) 
9 Side-effects of treatment 31 (40) 
Effect of medical treatment on seizure 
Stopped 29 (36) 
Decreased frequency 48 (60) 
No change 3 (4) 
I0 
Beliefs regarding cause of epilepsy 
The beliefs regarding the cause of epilepsy vary from 
place to place and between ethnic groups in the same 
place. In African countries natural causes are accepted 
in all communities, either alongside or in place of 
supernatural ones. These include poverty, weakness, 
extremes of heat and cold, accidents, contagion and 
heredity 7. Similar beliefs are prevalent in Ecuador 8. 
Contagion is suggested as a cause in many places like 
9 12 Madagascar, Tanzania nd Nigeria - . The Yombu of 
Nigeria consider it a sign of visitation by the devil 3, 
and the Shona see it as the revenge of aggrieved 
ancestors 13. In India only 5.2% of rural patients were 
reported to believe in a supernatural cause and only 
10% thought it to be a physical illness, whereas a 
majority have no knowledge of the cause 6. In Nige- 
ria, belief in the supernatural were more prevalent 
(27.7%) and only 21.4% of patients thought it was a 
disease of the brain. 
In the present study a large number of patients be- 
lieved that epilepsy is a disease of the brain and only 
9% believed it to be due to evil spirits. This was para- 
doxical, judging from the large numbers who under- 
went spiritual and voodoo treatment previously. The 
discrepancy may be due to a change of attitudes of 
the patient after failure of alternative forms of treat- 
ment or better knowledge after attending the epilepsy 
clinic. Improved knowledge of the patients may be a 
result of open discussions, held twice in the last two 
years, to clarify their doubts and misconceptions. An- 
other reason for this discrepancy could be unwilling- 
ness of the affected patients to acknowledge affliction 
by supernatural influences. Such attitudes have been 
noted previously in one study from India, which re- 
ported a significant discrepancy between the beliefs 
of patients and their family members regarding the 
cause of epilepsy, with only 6% of patients as com- 
pared with 36% of family members believing in su- 
pernatural causes 4. The lack of belief in heredity as 
a cause of epilepsy may reflect a reluctance on the 
part of the patient o accept a so-called 'stigmatizing 
disease' in their family. 
Alternative treatments tried by patients 
The Western model of management of epilepsy may 
not apply in rural settings of any developing coun- 
try. The development of seizures may not be seen 
as something with which to visit a doctor, and tradi- 
tional healers are much more likely to be consulted 
initially 7. Two Indian studies addressing this issue 
have yielded contradictory results. One rural study 
surprisingly demonstrated that 78% of patients pre- 
ferred to see a doctor for fits and only 20% opted 
for alternative treatments as a first source of help 14. 
The other study from an urban centre found 40% of 
patients opted for alternative treatment, with 28.8% 
preferring spiritual/voodoo methods and 11.2.% had 
tried indigenous/household remedies 6. In Nigeria, al- 
most 90% of patients believed that doctors can treat 
epilepsy effectively, but 33% still preferred to com- 
bine medical treatment with spiritual or native treat- 
ment. 
Fifty-five per cent of our patients had tried alter- 
native forms of treatment at some time during their 
disease, of which Ayurvedic/indigenous medicines 
and spiritual treatments were most popular. The 
choice of spiritual treatment is in contradiction to 
their belief that brain disease is the cause of epilepsy. 
The reasons for this could be that spiritual treat- 
ment might be considered an effective method, even 
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Table 3: Patients beliefs regarding cause and attitudes of alternative treatment 
n (%) 
1 What do you think is the cause of your disease? 
Disease of the brain 
Evil spirit 
Familial 
Others a 
Ignorant 
2 Have you ever tried any other form of treatment? 
Yes/No 
If yes, what form of treatment was tried? b 
AyurvedicC/indigenous d 
Homeopathy 
Naturopathy 
Spiritual 
Voodoo 
3 Did you benefit from these treatments? e 
Yes 
No 
Proportion of patients who benefited with each method of treatment 
Ayurvedic 
Homeopathy 
Naturopathy 
Spiritual 
Voodoo 
50 (63) 
7 (9) 
0 (0) 
4 (5) 
19 (24) 
44 (55)/36 (45) 
25 (31.3) 
6 (7.5) 
2 (2.5) 
29 (36.3) 
18 (22.5) 
9/44 (20.5) 
33/44 (79.5) 
5/25 (20) 
I/6 (16.6) 
0/2 (0) 
5/29 (17.5) 
1/18 (5.5) 
a Mental tension, I; shock due to father's death, I; typhoid fever, I; eating from the plate of an epileptic patient, I. 
b Twenty-one (26%) patients have tried more than one form of alternative treatment. 
c Ayurved is an ancient Indian form of traditional medicinal science. 
d Indigenous medicine is a traditional form of treatment, he knowledge of which is passed on from one generation of practitioner to the 
next, and uses mainly home remedies and herbs. 
e No./no. of patients who tried alternative treatment. 
in diseases of the brain, or a deep-rooted faith in 
spiritual customs which are often considered to pro- 
vide solutions to a variety of problems, including 
illnesses. Moreover, family attitudes, which often 
differ from those of the patient, may also play an im- 
portant role in deciding the treatment, especially in 
children. Ayurvedic/indigenous medicines and spiri- 
tual methods were found to be effective in an almost 
equal number of patients, whereas voodoo meth- 
ods were distinctly less effective. Faith in treat- 
ment of any disease possibly has a major role in 
the success of treatment. The degree of faith in 
any particular method of treatment depends upon 
the perception regarding the cause of that disease. 
Very few of our patients believed in evil spirits 
as a cause and understandably they did not per- 
ceive any benefit from voodoo methods which are 
aimed at driving out evil spirits. The traditional 
Indian Ayurvedic/indigenous treatment method, 
which uses herbal remedies, has been considered 
dependable by most Indians since ancient imes, and 
is still a quite popular choice of treatment for a 
large number of ailments. The ancient Ayurvedic 
literature, the Charaksamhita (1000-800 B.C., a trea- 
tise composed by Charak), has chapters devoted ex- 
clusively to epilepsy, notably to its diagnosis and 
treatment 15. The choice and perceived efficacy is 
hence understandable. Another reason for the popu- 
larity of Ayurvedic/indigenous medicine may be its 
easy accessibility, especially in rural India. A quar- 
ter of our patients had tried more than one form of 
alternative treatments, indicative of a lack of firm 
concept regarding cause and clear preference for any 
particular mode of treatment. 
Patient attitudes regarding current treatment 
Even in a country like India, where the practice 
of medicine is relatively well developed, and where 
there is a move at the moment o improve services 
for epilepsy, there is a general ack of treatment pro- 
grammes available for people with epilepsy. The ma- 
jor difficulty in treatment are an unreliable supply 
of drugs, lack of patient and family education and 
lack of compliance on the pan of the patients, whose 
view of illness tends to lead to expectations of in- 
stance cure 7. In one previous study, 63% of patients 
believed that the treatment of epilepsy is curative 6.
A similar number of our patients also held this be- 
lief. Many of our patients also believed that miss- 
ing a single dose would result in fits and a small 
number believed that it would render the previous 
treatment unfruitful. These observations indicate that 
there are misconceptions amongst he patients re- 
garding the goal of medical treatment of epilepsy. 
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Table 4: Attitudes of patients regarding current medical treatment 
n (%) 
I What do you expect from the current treatment? 
Cure 51 (64) 
Control of seizures 20 (25) 
Do not know 9 (I 1) 
2 How do you remember totake the medicines veryday? 
Linking it with activities 52 (65) 
Reminder by family members 15 (19) 
Both 13 (16) 
If linked to an activity, what activity? 
Meal time 20 (25) 
Bed time 34 (43) 
Meal time and bed time 9 (11) 
School time 2 (3) 
3 Do you take medicines ven when you fast? 
Yes 19 (24) 
No 3 (4) 
Not applicable 58 (73) 
4 Do you take medicines toschool or workplace? 
Yes 9 (11) 
No 49 (61) 
Not applicable 22 (28) 
5 What do you think will happen if you miss a dose? 
Nothing 33 (41) 
Would get fits 29 (36) 
Would have to restart reatment 5 (6) 
Do not know 13 (16) 
6 What would you do if free medicines were not supplied from the clinic dispensary? 
Stop treatment 8 (10) 
Reduce the dose I (1) 
Buy the medicine 71 (89) 
7 How frequently do you visit the doctor? 
Fortnightly 51 (64) 
Monthly 8 (10) 
Quarterly 7 (9) 
Irregularly 14 (18) 
8 How frequently would you like to visit if unlimited supply of free medicines i  made available? 
Fortnightly 30 (38) 
Monthly 22 (28) 
Quarterly 24 (30) 
Half yearly 2 (3) 
Irregularly 2 (3) 
There may be other lacunae in the knowledge of 
our patients which have not been identified and re- 
quire to be addressed by systematic programmes 
for patient and family education. Most of our pa- 
tients linked the time of taking medicines with some 
form of activity, such as bedtime and/or mealtime, 
in order to remember to take the medicines, and 
very few patients carried the medicines to school or 
workplace. The reason for this could be, that most 
patients were on either phenytoin, phenobarbitone or
both, which was prescribed once daily at night. It 
also indicates that most patients take medicines on 
their own, though more than one-third of patients 
depended on reminders by family members. Hence 
besides educating the patient it is necessary to di- 
rect some attention to educate the family regarding 
aspects of treatment of epilepsy. This may be impor- 
tant, especially in rural India where families are large 
and the joint family system is prevalent, and patients 
might not get due attention from family members. 
Local customs should also not be overlooked, e.g. 
during the month of Ramadan. Muslims all over the 
world, including India, observe strict 'fast' and any 
daytime medicines are not likely to be taken. This 
might result in worsening of seizure control, as seen 
in Libya 16. In India a similar custom of religious 
'fast' is prevalent amongst Hindu and Jain sects. 
However, an unexpectedly small number of patients 
avoided medicines on days of fast despite the fact 
that more than one-quarter of the patients used to 
observe fasts for religious reasons. We presume that 
amongst most Hindus, who constituted a majority of 
our patients, fasting is not a particularly important 
cause of poor compliance, probably because fasts are 
less rigidly observed and more flexible, unlike among 
Muslims or Jains. 
The importance of a regular supply of drugs in ru- 
ral areas of developing countries have been stressed 
previously 7. Many of our patients agreed that they 
attended the clinic mainly because free medicines 
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were available and often complained about an irreg- 
ular supply of medicines. Though most of our pa- 
tients bought he medicines whenever it was not avail- 
able from the clinic dispensary, they did so irregu- 
larly, often causing breaks in the treatment, leading 
to poor seizure control. Eleven per cent of our pa- 
tients disclosed that they would stop the treatment or 
reduce the dose of medicines if free medical supplies 
were not available. The importance of regular, free 
medicines upplied by the government-run dispen- 
saries is further highlighted by the fact that a majority 
of our patients made a fortnightly visit to the clinic, 
as they were provided with a fortnight's upply of 
free medicines at a time. The number of patients who 
were willing to make fortnightly visits, and the num- 
ber of patients who were irregular in their follow-up, 
fell dramatically if unlimited free medical supplies 
were to be provided. Thus an irregular supply of free 
medicines appears to be one of the most important 
problems leading to poor compliance and needs to be 
addressed immediately. 
CONCLUSION 
We conclude that, though many of our patients were 
knowledgeable r garding the cause of epilepsy, alter- 
native treatment methods are still popular, and oc- 
casionally perceived to be efficacious. No epilepsy 
treatment programmes in a developing country should 
ignore or underestimate the importance of tradi- 
tional medicine, and most successful programmes are 
likely to be those which work in tandem with tradi- 
tional medicine. We stress the need for patient and 
family education, particularly regarding treatment of 
epilepsy, to clear misconceptions and ensure better 
compliance for treatment. Finally we stress the im- 
portance of regular medical supplies to ensure better 
patient care in the setting up of epilepsy clinics in 
non-urban parts of India. 
REFERENCES 
I. Albert, R.M. Exploring patient beliefs. Archives of h~ternal 
Medicine 1983; 143: 1773-1775. 
2. Hamdi, H.I., AI-Hussaini, A.A. and AI-Hadithi, F. The epilep- 
sies: Clinical and epidemiological aspects/availability and de- 
sirability of services. In: Epilepsy: The Eighth International 
Symposium (Ed. J.K. Penry). New York, Raven Press, 1977: 
393-399. 
3. Osuntokum, B.O. Epilepsy in the African continent. 
in: Epilepsy: The Eighth International S~,mposiunl 
(Ed. J.K. Penry). New York, Raven Press. 1977: pp. 365- 
378. 
4. Virmani, V., Kini, V. and Juneja, J. Sociocultural and eco- 
nomic implications of epilepsy in India. In: Epilepsy: The 
Eighth hlternational Symposium (Ed. J.K. Penry). New York, 
Raven Press, 1977: pp. 385-392. 
5. Ellison, R.E., Guvener, A., Feksi, G., Planecia, M. and 
Shorvon, S.D. A study of approaches to anti-epileptic drug 
treatment in four countries in the developing world. In: Ad- 
vances ill Epileptology--XVIlth Epilepsy hlternational Sym- 
posium (Eds F. Dreifuss etaL). New York, Raven Press, 1989. 
6. Samant, J.M., Lala, V.M., Ravindranath, S. and Desai, A.D. 
Social aspects of epilepsy. Neurology India 1973; 21: 165- 
174. 
7. Shorvon, S.D. and Farmer, P.J. Epilepsy in developing coun- 
tries: A review of epidemiological, socio-cultural nd treat- 
ment aspects. Epilepsia 1988; 29 (Suppl. 1): $36-$54. 
8. Estrella, E. Medicina Aborigena. Quito, Equador. Editorial 
Epoca, 1977. 
9. Jilek-Aal, Jilek, W. and Miller, J.R. Clinical and genetic as- 
pects of seizure disorders prevalent in an isolated African 
population. Epilepsia 1979; 20: 613-622. 
10. Dada, T.O. Epilepsy in Lagos, Nigeria. African Journal of 
Medical Science 1970: 1: 161-184. 
11. Awaritefe, A., Longe, A.C. and Awaritefe, M. Epilepsy and 
psychosis: a comparison of societal attitudes. Epilepsia 1985; 
26: 1-9. 
12. Osuntukun, B.O. and Odeku, E.L. Epilepsy in lbadan, Nige- 
ria. African Journal of Medical Science 1970; 1: 155-160. 
13. Gefland, M. The traditional concept of the Shona to epilepsy. 
Central African Journal of Medicine 1973; 19: 184-187. 
14. Kapur, R.L Mental health care in India: A study of exist- 
ing patterns and their implications for future policy. British 
Journal of P~3,chiatry 1975; 127: 286-293. 
15. Mani, K.S., Desai, A.A., Ghosh, T.K., Singh, B. and Rama- 
murthi, B. Ayurved and epilepsy. In: Epilepsy, in India (Ed. 
P.N. Tandon). New Delhi, Indian Council of Medical Re- 
search, 1989: pp. 176-180. 
16. Shridharan, R., Radhakrishnan, K., Ashok, P.P. and 
Mousa, M.E. Epidemiological nd clinical study of epilepsy 
in Benghazi, Libya. Epilepsia 1986; 27: 60-65. 
